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Agenda

1. CCDI & NCCR Background

2. NCCR Data Products

3. Demo: NCCR Data Platform

4. Panel Discussion: Research 

Opportunities Using the NCCR 

Data Platform

cancer.gov/CCDI #data4childhoodcancer
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Johanna Goderre, M.P.H.
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• Assistant Professor of 
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Pediatrics, Perelman 

School of Medicine at 

the University of 
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Children’s Hospital of 

Philadelphia
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Tamara Miller, M.D., M.S.C.E.

• Pediatric Hematologist/ 

Oncologist, Aflac Cancer and 

Blood Disorders Center of 

Children's Healthcare of 

Atlanta

• Associate Professor of 

Pediatrics, Emory University 

School of Medicine

• Clinical Consultant for the 

NCCR

Panelist

Rebecca Ottesen, M.S. 

• Associate Director of 

Biostatistics, Emmes

#data4childhoodcancer



4

CCDI & NCCR 

Background
Johanna Goderre, M.P.H.

cancer.gov/CCDI #data4childhoodcancer
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Childhood Cancer Data Initiative (CCDI) 

cancer.gov/CCDI #data4childhoodcancer

CCDI is an effort to connect and 
broadly share childhood cancer 
clinical and research data.

Through specially designed 
programs and custom-built 
platforms and tools that enable 
easier access to data, CCDI aims 
to accelerate progress in 
childhood cancer research.
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National Childhood Cancer Registry (NCCR)

What it is:

▪ A rapidly growing data resource for public health statistics

▪ Data collected about children, adolescents, and young 

adults (AYAs) with first cancer under age 40, regardless of 

where they receive care

▪ 28 NCCR registries, represent 75% of the US population 

and report more than 1.8 million cases since 1995

▪ Plus, seven registries through the Virtual Pooled Registry

What it does:

▪ Enhances access to, and use of, detailed, longitudinal 

childhood cancer treatment and survivorship data matched 

to registry data

▪ Allows us to better understand the causes of cancer among 

children and AYAs and work to improve their outcomes and 

experiences

Map of 28 NCCR Registries

cancer.gov/CCDI #data4childhoodcancer
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Where Does NCCR Data Come From?

Healthcare treatment, 

payment, and operations

Providers comply with state-

mandated public health 

requirements and HIPAA public 

health exemption to report PII 

and PHI to Central Cancer 

Registry and NCI-negotiated 

linkages on all cancer patients in 

their jurisdiction

Central Cancer Registry 

creates de-identified data and 

submits under appropriate 

agreements to NCI

NCI releases different data 

products to researchers and 

the public with appropriate 

authentication and 

authorization
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Why Is a National Data Sharing Effort Needed?

▪ Childhood cancer is rare 

(~16,000 new cases in the 

U.S. each year)

▪ No single institution holds enough 

data or sees enough patients to 

conduct studies large enough to 

understand complex causes, risk 
factors, treatment complications, 

etc.

▪ Especially true for ultra rare 

cancers (< 2 cases per 1,000,000) 

▪ Patients travel for care

▪ Survivorship period can be long, 

and people may move, change 

names, etc. over their entire life

▪ Identify subsequent malignant 

neoplasms and late effects of 

treatment or cancer

▪ Share information across central 
cancer registries and healthcare 

settings and de-duplicate at a 

national level
#data4childhoodcancer
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NCCR Data Products
Johanna Goderre, M.P.H.

cancer.gov/CCDI #data4childhoodcancer
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NCCR Data Products and Access Types

Open- 

Access Data

NCCR*Explorer

Quick statistics on 

childhood and AYA 

prevalence and survival 

available to the public 

and researchers

Registered-

Access Data

NCCR Data in 

SEER*Stat

Statistics (frequencies, rates, 

trends, age-adjustment, 

survival, etc.) to study the 

impact of cancer on children 

and AYAs with a Research 

Plus application

Registered-

Access and  

Controlled-

Access Data

NCCR Data 

Platform

View descriptive statistics and 

analyze individual-level 

registry data linked to 

longitudinal treatment use 

and outcomes with a 

Research Plus application

cancer.gov/CCDI #data4childhoodcancer
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NCCR*Explorer
Open- 

Access Data

What it is:

▪ Interactive web application with incidence, 
survival, and prevalence cancer statistics

▪ All 28 registries, covers 75% of the U.S. 
population, 1.8M+ reported cancers

▪ Children and AYAs ages 0-39 from 1995-
2021 represented

What it does:

▪ Visualizes statistics in dynamic tables and 
plots based on user criteria

▪ Sorts data by sex, race, ethnicity, age, 
and cancer type

nccrexplorer.ccdi.cancer.gov

datacatalog.ccdi.cancer.gov/dataset/CCDI-

NCCR%20Exp

cancer.gov/CCDI #data4childhoodcancer

https://nccrexplorer.ccdi.cancer.gov/application.html
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20Exp
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20Exp
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NCCR Data in SEER*Stat
Registered-

Access Data

seer.cancer.gov/data-

software/documentation/seerstat/nccr 

datacatalog.ccdi.cancer.gov/dataset/CCDI-

NCCR%20SEER*Stat 

What it is:

▪ Database in SEER*Stat with 16 NCCR 
registries

▪ 49% of the U.S. population and more 
than 1.1M+ reported cancer cases

▪ Children and AYAs ages 0-39 from 
1997-2020 represented 

What it does:

▪ Allows user-driven queries to develop 
frequency, rate, survival, and 
prevalence childhood cancer statistics 

cancer.gov/CCDI #data4childhoodcancer

https://seer.cancer.gov/data-software/documentation/seerstat/nccr/
https://seer.cancer.gov/data-software/documentation/seerstat/nccr/
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20SEER*Stat
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20SEER*Stat
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NCCR Data Platform
Johanna Goderre, M.P.H.

cancer.gov/CCDI #data4childhoodcancer
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NCCR Data Platform
Registered- and  

Controlled-Access Data  
What it is:

▪ Web application that holds childhood cancer data from 
population-based cancer registries and other data 
partners

▪ 18 SEER core and 4 SEER RSR registries 
contributing data

▪ 57% of the U.S. population; 1.5+ million reported 
cancers among individuals aged 0-39 at diagnosis 
since 1995

▪ Data from registries, healthcare providers, and other 
sources are matched for same person and consolidated 
for analysis

What it does:

▪ Provides descriptive statistics for NCCR data linked to 
longitudinal treatment and outcome data 

▪ Makes deidentified data easy to easy to search, 
visualize, request, and analyze in a secure cloud system

nccrdataplatform.ccdi.cancer.gov/home 

datacatalog.ccdi.cancer.gov/dataset/CCDI-

NCCR_Data_Platform

cancer.gov/CCDI #data4childhoodcancer

https://nccrdataplatform.ccdi.cancer.gov/home
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR_Data_Platform
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The Data Platform Enables Researchers to… 

▪ Browse registry and linked data collected 
by NCCR

▪ Create a cohort based on search criteria 
(e.g., cancer diagnosis, age at diagnosis)

▪ View aggregate statistics and counts

▪ Submit a data access request with IRB 
approval for custom, individual-level data

▪ Receive custom data sets after approval

▪ Analyze data and publish findings

cancer.gov/CCDI #data4childhoodcancer
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The Data Platform Enables NCI to…

▪ Share population-based registry and other 

linked data with authorized users in a secure 

environment

▪ Manage data access requests through the 

NCI Data Access Committee

▪ Support interoperable use of NCCR data 

with other data from CCDI

▪ Support secondary data sharing to the 

research community to drive scientific 

progress that benefits children and AYAs with 

cancer
cancer.gov/CCDI #data4childhoodcancer
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Data Shared through the Platform
▪ Population-based data:

▪ Registry-abstracted data: 1995+, first cancer 
diagnosis <40 years old (1.5M+ reported cancer 
cases for 1.4M+ persons)

▪ Area-based Measures (Yost Index, Rurality, etc.)

▪ Virtual Pooled Registry

▪ Results of data linkages:

▪ Children’s Oncology Group (44,957 persons)

▪ Pediatric Proton/Photon Consortium Registry and 
NCI-Designated Cancer Centers:

▪ Clinical Information Systems (longitudinal 
electronic health record, laboratory information 
systems, etc.) (20K+ persons from 27 healthcare 
facilities)

▪ Radiation Oncology (treatment and 
outcomes)  (2K+ persons with 8K+ records)

▪ Medical (158,721 persons with 34.7M+ records) and 
pharmacy claim data (137,793 persons with 5.7M+ 
records) from multiple data providers

cancer.gov/CCDI #data4childhoodcancer
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Additional Protections on De-identified Data

Minimize risk of re-identifiability

No identifiers used in operational 

registry systems

No geography

Categorical fields for variables 

derived from small area 

estimates (not exact values)

No dates → number of months 
from event to cancer diagnosis 
or year

Each data request has 

unique, random identifiers 

(identifiers for individuals 

cannot be merged with other 

data requests or resources)

Download now but transition 

to cloud-based analysis 

component to ensure 

additional controls, auditing, 

monitoring

cancer.gov/CCDI #data4childhoodcancer
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Demo: NCCR Data 

Platform
Johanna Goderre, M.P.H.

cancer.gov/CCDI #data4childhoodcancer
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Panel Discussion: 

Research Opportunities 

Using the NCCR Data 

Platform

cancer.gov/CCDI #data4childhoodcancer
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Next Steps
Johanna Goderre, M.P.H.

cancer.gov/CCDI #data4childhoodcancer
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Next Phases

Analytic 

Workspace

Cloud-based 

computing 

workspace for 

researchers to 

analyze data (R 

Studio, Jupyter 

Notebooks)

CCDI 

Interoperability

Enable search for 

data on other CCDI 

resources (dbGaP, 

etc.) and match at 

the individual-level 

to NCCR data

https://ccdi.cancer.gov/explore 

https://datacatalog.ccdi.cancer.gov

Expand Breadth 

and Depth of Data

• Work with NPCR 

registries to 

contribute to Data 

Platform

• Refresh past 

linkage data

• Add new data 

valuable to 

research needs

cancer.gov/CCDI #data4childhoodcancer

https://ccdi.cancer.gov/explore
https://datacatalog.ccdi.cancer.gov/
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Go to the Data 

Platform now!

https://go.nih.gov/2XLvtov

cancer.gov/CCDI #data4childhoodcancer

https://go.nih.gov/2XLvtov
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Q&A

cancer.gov/CCDI #data4childhoodcancer
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How You Can Engage with CCDI

Learn about CCDI and subscribe to our monthly newsletter:

cancer.gov/CCDI

Access CCDI data and resources:

ccdi.cancer.gov

Questions? Email us at:

NCIChildhoodCancerDataInitiative@mail.nih.gov

cancer.gov/CCDI #data4childhoodcancer



cancer.gov                                   cancer.gov/espanol

Thank you for attending!



https://go.nih.gov/2XLVTOV 

https://go.nih.gov/2XLVTOV




















































SAS and R import 
scripts to ensure 

analyst can read-in 
data correctly



Readme Information



Data Dictionary



Synthetic data shown



https://go.nih.gov/2XLVTOV 

https://go.nih.gov/2XLVTOV

	Default Section
	Slide 1: National Childhood Cancer Registry (NCCR) Update and Demonstration of Data Platform
	Slide 2: Agenda
	Slide 3: Today’s Speaker and Panelists
	Slide 4: CCDI & NCCR Background
	Slide 5: Childhood Cancer Data Initiative (CCDI) 
	Slide 6: National Childhood Cancer Registry (NCCR)
	Slide 7: Where Does NCCR Data Come From?
	Slide 8: Why Is a National Data Sharing Effort Needed?
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13
	Slide 14: NCCR Data Products
	Slide 15: NCCR Data Products and Access Types
	Slide 16: NCCR*Explorer
	Slide 17: NCCR Data in SEER*Stat
	Slide 18: NCCR Data Platform
	Slide 19: NCCR Data Platform
	Slide 20: The Data Platform Enables Researchers to… 
	Slide 21: The Data Platform Enables NCI to…
	Slide 22: Data Shared through the Platform
	Slide 23: Additional Protections on De-identified Data
	Slide 24: Demo: NCCR Data Platform
	Slide 25: Panel Discussion: Research Opportunities Using the NCCR Data Platform
	Slide 26: Next Steps
	Slide 27: Acknowledgments: NCCR Data Platform Development
	Slide 28: Next Phases
	Slide 29: Go to the Data Platform now!
	Slide 30: Q&A
	Slide 31: How You Can Engage with CCDI
	Slide 32: Thank you for attending!

	Backup Screenshots for Demo
	Slide 33
	Slide 34
	Slide 35
	Slide 36
	Slide 37
	Slide 38
	Slide 39
	Slide 40
	Slide 41
	Slide 42
	Slide 43
	Slide 44
	Slide 45
	Slide 46
	Slide 47
	Slide 48
	Slide 49
	Slide 50
	Slide 51
	Slide 52
	Slide 53
	Slide 54
	Slide 55
	Slide 56
	Slide 57
	Slide 58
	Slide 59
	Slide 60
	Slide 61
	Slide 62
	Slide 63


